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The NICU Experience: Supporting Families & Providing Resources
Annie Zitelli, Nursing

Sponsor: Colleen Kenny, Nursing
Introduction
The Neonatal Intensive Care Unit (NICU) provides optimal care for
infants who are not fully developed or have serious health
conditions. NICU staff work with families individually to guide
them through the process when their infant is brought to the
NICU. While there are often resources and support measures for
parents, siblings of the infant in the NICU are often not included
which can lead to disenfranchised grief. Through this discovery, an
informational brochure was created for parents on how to best
support their other children when having an infant in the NICU.
This brochure aims to assist parents on how to guide
conversations with the siblings and provides resources to aid in
the process. Hospitals are encouraged to use and provide this
informational tool in an effort to decrease the occurrence of
disenfranchised grief among siblings of infants in the NICU.
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Methods
Phone interviews with 1 NICU
Nurse Practitioner and 1 NICU
Registered Nurse at Women &
Infants Hospital (WIH).
Email correspondence with 1
social worker on the NICU unit
at Women & Infants Hospital.
Phone interview with classmate
who had a younger sibling in
the NICU when she was 10
years old
Literary research on parent and
sibling resources, support, and
experiences relating to a NICU
experience.
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Interview Takeaways
“Every parent is provided with
supportive counseling during their
NICU stay”
“Parents are given a NICU handout
that goes over all they need to know
about the NICU”
“Parents meets with a social worker
in the NICU who will follow them
throughout their baby hospital stay”
“March of Dimes does special groups
such as pizza parties for siblings”
“I felt like I wasn’t included; I kept
saying to my mom: ‘I never even met
my brother I’ve only seen him
through the glass’”
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Brochure Excerpts
What is Disenfranchised Grief?
Kenneth Doka defines it as “the grief
that persons experience when they
incur a loss that is not or cannot be
openly acknowledged, publicly
mourned, or socially supported”
(Davidson, 2018, p. 124). Some symptoms
include sadness, anger, fear,
frustration, anxiety, shame, sadness,
guilt, impatience, jealousy, confusion,
worry, diminished self-esteem, and
abandonment.

Where to Start
To help decrease occurrences of
disenfranchised grief, it is important
for parents to set aside time to spend
with their other children to initially
explain the situation, answer any
questions or fears they have, and to
provide support and comfort. It is also
important to include siblings in the
experience as much as possible, when
appropriate.

Resources to Guide Conversation
Books are great tools to guide children in
their understanding tailored to their
developmental level. Pictured are a
handful of books created specifically for
siblings of an infant in the NICU. Many
books are written from the perspective of
the sibling which helps readers relate to
the similar experiences. Coloring books
and activity pages are also great tools to
engage children in their sibling’s
experience and care.

National Resources
Hand to Hold (handtohold.org) has a page
“Sibling Support” that provides access to
peer mentors, activity pages and books
for children, and articles on sibling
support.
March of Dimes (marchofdimes.org) has a
NICU Family Support Program that offers
families special materials for parents, and
hospitals affiliated with March of Dimes
often host special events for siblings such
as pizza parties and “sibling nights”.

